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Abstract 

Background: Diabetes and related complications are common among ethnic minority groups. Community-based 
social support interventions are considered promising for improving diabetes self-management. To access such 
interventions, patients need to disclose their diabetes to others. Research on the disclosure of diabetes in ethnic 
minority groups is limited. The aim of our study was to explore why diabetes patients from ethnic minority 
populations either share or do not share their condition with people in their wider social networks. 

Methods: We conducted a qualitative study using semi-structured interviews with 32 Surinamese patients who 
were being treated for type 2 diabetes by general practitioners in Amsterdam, the Netherlands. 

Results: Most patients disclosed their diabetes only to very close family members. The main factor inhibiting 
disclosure to people outside this group was the Surinamese cultural custom that talking about disease is taboo, as 
it may lead to shame, gossip, and social disgrace for the patient and their family. Nevertheless, some patients 
disclosed their diabetes to people outside their close family circles. Factors motivating this decision were mostly 
related to a need for facilities or support for diabetes self-management. 

Conclusions: Cultural customs inhibited Surinamese patients in disclosing their diabetes to people outside their 
very close family circles. This may influence their readiness to participate in community-based diabetes self- 
management programmes that involve other groups. What these findings highlight is that public health 
researchers and initiatives must identify and work with factors that influence the disclosure of diabetes if they are 
to develop community-based diabetes self-management interventions for ethnic minority populations. 



Background management education is considered to be the corner- 
Type 2 diabetes is an increasingly common chronic con- stone of diabetes care [6]. Studies in the US based on 
dition all across the globe. Many ethnic minority popu- ecological approaches to chronic care have shown that - 
lations living in the United States and Europe exhibit a particularly in ethnic minority populations - the out- 
greater risk of developing diabetes and diabetes-related comes of clinic-based diabetes care and education can 
morbidity and mortality than people of European origin be strengthened by complimentary community-based 
[1-4]. Reducing ethnic disparities in diabetes-related social support interventions [7,8]. For instance, a recent 
morbidity and mortality has therefore become an impor- controlled trial among African Americans found that a 
tant public health issue on both sides of the Atlantic. church-based diabetes self-management programme 
Careful diabetes self-management (such as monitoring improved short-term metabolic control, diabetes knowl- 
blood glucose, using medication, following a diet, and edge, and diabetes-related quality of life [9]. Several 
exercising) is a key factor in preventing diabetes-related other studies demonstrated significant results from corn- 
complications in all ethnic groups [2,5]. Diabetes self- munity-based diabetes-self care interventions among 

Latinos, Mexican Americans, and African Americans 

* Correspondence: mj.kohinor@amc.uva.nl [10,11]. Given these US data and ongoing outreach 

'Department of Public Health, Academic Medical Centre, Amsterdam, the initiatives [12-15], public health researchers in Europe 
Netherlands l j> r r 

Full list of author information is available at the end of the article are also becoming increasingly interested in community- 



o 



© 201 1 Kohinor et al; licensee BioMed Central Ltd. This is an Open Access article distributed under the terms of the Creative Commons 
BlolVICCl Central Attribution License ;http://creativecommons.org/licenses/by/2.0), which permits unrestricted use, distribution, and reproduction in 
any medium, provided the original work is properly cited. 



Kohinor et al. BMC Public Health 201 1, 1 1:399 
http://www.biomedcentral.com/1471-2458/11/399 



Page 2 of 9 



based interventions as a possible strategy for improving 
diabetes self-management and diabetes-related health 
outcomes in ethnic minority populations [16,17]. 

To participate in community-based interventions, 
however, patients must be willing to disclose their con- 
dition to people in their social networks [18]. Previous 
research has indicated that patients' decisions to share 
information about chronic conditions with others are 
the outcome of a complex process that includes the 
consideration of many different issues (including the 
severity of their condition, the visibility of symptoms to 
others, the fear of stigmatisation, and the potential bene- 
fits of support by others) [19-21]. There is also some 
evidence that young people with diabetes are not always 
willing to discuss their disease with others [22], and that 
cultural norms and traditions may present specific bar- 
riers to the disclosure of diabetes in some ethnic minor- 
ity populations [23,24]. 

According to Netto [17], one of the five principles for 
planning targeted interventions for minority ethnic com- 
munities includes identifying barriers to access to and 
participation in such interventions. If public health 
initiatives are to apply community-based interventions 
as a strategy to improve diabetes self-management in 
ethnic minority patients [14,16], a thorough understand- 
ing is needed of factors that influence patients' decisions 
to disclose their diabetes to people in their social net- 
works. In Europe, research on interventions that may 
help reduce ethnic disparities in diabetes outcomes has 
only recently begun, and the evidence base is still very 
limited [13]. American studies on the effects of commu- 
nity-based interventions cannot automatically be gener- 
alised to ethnic minority populations in Europe. 

Surinamese of South Asian and African descent living 
in the Netherlands are two migrant groups with a high 
incidence of diabetes and diabetes-related complications 
and mortality [1,25,26]. A recent Dutch study reported 
an age-standardised prevalence of type 2 diabetes in 
Surinamese of African and South Asian descent of 
14.2% and 26.7% respectively, compared with 5.5% in 
Dutch individuals of European descent. Another Dutch 
study observed an increased relative risk of death from 
diabetes among the Surinamese population (1.14 (0.90- 
1.44) versus 5.29 (4.48-6.25)) [25]. 

To gain further insight into the factors that influence 
decisions regarding the disclosure of diabetes by ethnic 
minority patients, our study explored the perceptions of 
Surinamese patients with type 2 diabetes on sharing 
information about their diabetes with family members 
and people in their wider social networks. We focused 
especially on factors that either inhibit or motivate the 
disclosure of this information. 



Methods 

To elicit information on how patients viewed and mana- 
ged the disclosure of diabetes to people around them, 
we undertook a qualitative study based on in-depth indi- 
vidual interviews that were guided by a topic list. Such 
interviews are particularly useful for exploring patients' 
own ideas, as they give respondents the opportunity to 
address themes that researchers may not have antici- 
pated [27,28]. 

Participants 

Surinamese are the third largest ethnic minority group 
in the Netherlands. In the years leading up to the inde- 
pendence of Suriname in 1975, nearly one-third of Suri- 
name's population emigrated to the Netherlands. Due to 
the country's complex migration history, the ethnic 
composition of the Surinamese population is diverse. 
The largest ethnic group is of African descent. They 
descend from West Africans who were taken to Suri- 
name during the slave trade era. The South Asian Suri- 
namese, also known as Hindustani, are the second 
largest ethnic group and are descendants of indentured 
labourers brought to Suriname from northern India in 
the nineteenth century. As a consequence of its colonial 
history, Dutch is still the official language in Suriname, 
and is used in education, government, business, and the 
media. 

Patients were recruited from two general practices in 
south-eastern Amsterdam. In 2009, 33% of the 79,000 
residents in this neighbourhood were of Surinamese ori- 
gin. Our aim was to recruit 30 to 35 patients. This num- 
ber is generally sufficient to achieve data saturation, 
which is a criterion for sample size in qualitative studies 
[29,30]. Patients were eligible if they met the following 
criteria: between 30 and 70 years of age, a diagnosis of 
type 2 diabetes, and of South Asian or African Surina- 
mese origin. Within this group, we sought maximum 
balance with respect to health centre, ethnicity, and sex. 

Electronic patient records from the general practices 
were used to generate a list of all patients who met our 
inclusion criteria. Because Dutch patient records provide 
no information on patients' ethnic background, a prac- 
tice nurse assessed the ethnicity of the selected patients 
using their names. On the basis of our inclusion criteria, 
the researcher invited 74 patients for an interview by 
mail. Two patients declined participation by means of 
the enclosed reply card. Those who did not decline by 
mail (n = 72) were telephoned. Of this group, 45 could 
be reached: 4 patients did not identify themselves as 
Surinamese, 9 refused, and 32 agreed to participate in 
the interview. All patients gave verbal informed consent 
on tape to participate in the study. 
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Data collection and analysis 

The topic list for the interviews was built on data from 
a short field exploration and earlier research on patient 
perspectives on cardiovascular risk factors [31,32]. It 
consisted of a range of open-ended questions exploring 
patients' perspectives on diabetes and diabetes manage- 
ment. The data collection and analysis was an iterative 
process, meaning that results from the analysis of the 
first interviews were used to adapt the interview guide if 
necessary to clarify themes. One of the topics addressed 
in the first interviews was whether respondents had 
experienced support from family members, friends, or 
others in the management of their diabetes. Many 
respondents answered the interviewer that they had not 
disclosed their diabetes to most of the people they 
knew. For this reason we decided to explore this issue 
more extensively in the subsequent interviews. The first 
author conducted the interviews from April 2008 to 
August 2008. All but three interviews were held in the 
respondents' homes. The interviews lasted one hour on 
average. 

Interviews were recorded and transcribed verbatim. 
Transcripts were analysed with grounded theory meth- 
ods and MAXQDA software [33]. For this article, we 
selected and coded excerpts containing the respondents' 
statements about the disclosure of diabetes to people in 
their social networks. The coding process began with 
assigning codes to statements in the selected excerpts 
from the interviews. To make the analysis more work- 
able, codes or statements referring to common themes 
were grouped into similar concepts. Broader categories 
and subcategories were generated from these concepts 
through a process of constant comparison or verifica- 
tion. Text excerpts referring to reasons for disclosure 
and reasons for non-disclosure were analysed separately. 
The final outcome of this coding process was a data- 
based thematic matrix or framework of categories, sub- 
categories, and codes, which summarised perceived fac- 
tors for the disclosure or non-disclosure of diabetes. 

MK coded the transcripts. To increase validity, the fol- 
lowing procedures were used: two of the researchers 
(MK and JH) independently coded one interview tran- 
script to check for inter-coder consensus. MK and JH 
independently checked thematic matrixes to check for 
consensus about the categories and subcategories that 
emerged from the data. Final analyses and matrixes 
were then reviewed by KS. 

Ethics 

In line with the code of good conduct in medical 
research of the Academic Medical Centre(AMC), of the 
University of Amsterdam provisions were made to 
assure the anonymity of the respondents in the collec- 
tion, analysis, and presentation of the data [34]. The 



study protocol was successfully submitted to the AMC's 
Medical Ethics Committee [35] (reference 10.17.0530). 

Results 

We interviewed 32 patients: 16 African Surinamese and 
16 South Asian Surinamese. Table 1 presents the char- 
acteristics of the respondents. All respondents were 
first-generation migrants, but most had been living in 
the Netherlands for a substantial part of their lives 
(mean 29 years, range 3-41 years). The duration of dia- 
betes varied from 1 to 28 years, with a mean of 9 years. 
All respondents were currently being treated for dia- 
betes by a general practitioner (GP) and being seen by a 
nurse practitioner on a regular basis. Almost one-third 
of the respondents (31%) lived alone, while the others 



Table 1 Socio-demographic and clinical characteristics of 
respondents 



Charsctsristics 


Participants (n — 




32) 


IVItrd ll dLJt: \l 1 lfcrdl 1, IdliytrJ ^ytrdlij 


3D pD J\J) 


Gender 




Male 




Fe ma 1 e 


ZU \OZ /0) 


Educational level: 




None or primary education 


/ [ZZ/o) 


Lower or genera vocational education 


n /~>Q0/\ 

y (ZOTO) 


ntermediate or higher genera education or 


12 (38%) 


intermediate vocational training 




Higher vocational college or university 


4 (12%) 


Ethnicity 




South Asian Surinamese 


16 (50%) 


African Surinamese 


16 (50%) 


Household composition 




Living alone 


10(31%) 


Living with spouse 


6(19%) 


Living with spouse and children 


9 (28%) 


Living with children 


7 (22%) 


Religion 




Hindu 


14 (44%) 


Christian 


11 (34%) 


Muslim 


2 (6%) 


Other 


3 (9%) 


None 


2 (6%) 


Duration of residence in the Netherlands 


29 (3-41) 


(mean; range) (years) 




Duration of diabetes (mean; range) (years) 


9 (1-28) 


Current diabetes medication use 




None 




never started 


1(3%) 


stopped 


3(9%) 


Oral medication 


22(69%) 


Insulin 


6(19%) 
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shared their household with a spouse and/or children. 
The majority (98%) reported being religious, mostly 
Hindu or Christian. 

The interviews yielded 225 statements on how the 
participants thought about disclosing diabetes to those 
in their social networks. Participants' initial responses to 
the question about who they had talked to about their 
diabetes often elicited answers like / don't like to talk 
about my diabetes. From the further analysis, several 
common categories and subcategories emerged that 
were perceived as factors for inhibiting or motivating 
the disclosure of diabetes. Tables 2 and 3 show the cate- 
gories, subcategories, and corresponding concepts for 
factors respectively inhibiting and motivating disclosure. 

In the following sections, we will further describe the 
inhibitors and motivators affecting disclosure 

Perceptions of the social environment 

In reflections on who they had talked to about their dia- 
betes, South Asian and African Surinamese respondents 
often referred to prevailing conventions in the Surina- 
mese community with regard to the disclosure of dis- 
ease. A 64-year-old African Surinamese man (ID 25) 
stated: / don't talk about diabetes very much. If Surina- 
mese people have a problem they keep it private, within 
closed doors. People don't talk. You aren't obliged to 
talk. Dutch people are even willing to expose their pro- 
blems on TV. Surinamese don't do this. Only Surinamese 
people who've been living in Holland for a very long time 
... They might do this. But those people are almost born 
here and then their mentality changes somewhat. 

A 60-year-old South Asian Surinamese man (ID 31) 
explained that talking about diseases is seen as taboo in 
his community: [South Asians] are like that. They think 
it's taboo. They wouldn't tell you. Neither do I, I don't 
dare tell anyone that I'm a diabetic. 

Respondents also mentioned fear of social conse- 
quences as a reason for keeping quiet about diabetes to 
people outside their households. According to a 70- 
year-old South Asian Surinamese man (ID 27), the Suri- 
namese in the Netherlands are a tight community where 



it is difficult to keep things a secret: If you talk [about 
diabetes] you don't get support. You get gossip. They go 
around and gossip about you. 

A 66-year-old African Surinamese woman (ID 28) who 
said I'm not going to announce to everybody that I have 
diabetes referred to 'shame': / don't know, maybe it's 
shame. One 69-year-old African Surinamese woman (ID 
23) who said she would never use special facilities for 
people with diabetes at community gatherings such as 
dinner parties, gave a more elusive answer when she was 
asked why she wouldn't use these facilities. She said: / 
always have my own food in my purse. I don't know why 
[I don't want to join other people with diabetes]. Maybe 
it's very complex. A 54-year-old South Asian Surinamese 
man (ID 13) said that patients who inject insulin can 
carry a stigma in his community. My wife and my closest 
relatives, my brothers and sisters, knew about it. Yet other 
people, my wife's family or friends, no, they weren't sup- 
posed to know. I was also injecting insulin, you know. In 
the past it was a disaster if someone knew about this. A 
58-year-old African Surinamese man (ID 10) provided 
perhaps a more fundamental explanation for the taboo 
on talking about diabetes: They [the Surinamese] see it 
[diabetes] as a disgrace [for themselves] and also for their 
families. There are a lot of things that take place within 
certain families, but you never hear anything about it. 
And he (ID 10) continued: If my niece knows I have dia- 
betes she's going to worry. And then I think, it's better that 
she doesn't know, since it only has drawbacks. Indeed, not 
wanting to worry family members was a recurrent theme 
in statements about the disclosure of diabetes. A rather 
similar theme emerged in the statements about commu- 
nication about diabetes in the workplace. Reiterating the 
more general perception of cultural differences between 
the Surinamese and native Dutch, a 54-year-old African 
Surinamese woman (ID 15) stated: At work, the Dutch 
people with diabetes freely talk about it to others. And 
they also inject insulin while others are there. But Surina- 
mese people don't do that. They think others don't have to 
know [that you have diabetes] and [that others] don't 
have to see it. A 40-year-old South Asian Surinamese 



Table 2 Inhibitors affecting the disclosure of diabetes: thematic matrix of categories, subcategories, and concepts (n 


= 32) 


Category 


Subcategory 


Concepts 




Perception of social environment 


Community conventions 
Social consequences 


• Don't burden others with your disease, (n = 5) 

• Sickness is private, talking about it is taboo, (n = 8) 

• People gossip, (n = 7) 

• Fear of bringing shame on self/family, (n = 8) 

• Career concerns, (n = 4) 




Perception of diabetes 


Severity of condition 
Non-acceptance 


• My diabetes is not severe, so 1 can take care of my diabetes myself, (n 

• 1 have difficulty accepting 1 have diabetes, (n = 3) 


= 4) 


Perception of diabetes management 


Individual responsibility 


• Taking care of one's diabetes is primarily an individual responsibility, (n 


= 4) 



1 n refers to the number of participants who mentioned this concept. The total n for a category may be > 32 because respondents could mention more than 
one concept. 
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Table 3 Motivators affecting the disclosure of diabetes: thematic matrix of categories, subcategories, and concepts (n = 32) 



Category Subcategory Concepts 



Perceptions of social environment 


Close family member 


• Only close relatives can be trusted because they will keep it to themselves, 
(n = 9) 1 

• Family gives social support, (n = 6) 

• Others with diabetes can give advice, (n = 3) 




Peers 


Perceptions of diabetes 


Acceptance 


■ Once 1 accepted it myself, 1 was ready to talk about it. (n = 6) 


Perceptions of diabetes 
management 


Precautionary measure 

Requirements of therapeutic 
regimes 

Disclosure improves socia 
support 


• People should know in case something happens, (n = 5) 

• 1 need certain facilities for my diabetes, (n = 3) 

• People are considerate about my situation, (n = 3) 



1 n refers to the number of participants who mentioned this concept. The total n for a category may be >32 because respondents could mention more than one 
concept. 



woman (ID 8) referred to fear of discrimination: It's a 
chronic disease. It will never go away and I think that's 
the problem. During job interviews I never tell them that I 
have diabetes, because you might miss out on an opportu- 
nity. A 40-year-old African Surinamese man (ID 18) 
referred to the absence of colleagues you can rely on: The 
problem in my department is that people come and go [...] 
I don't have that much to do with them. So in my 
immediate environment, the first person I would 
approach about diabetes is my partner ... or my family. 

Perception of diabetes and diabetes management 

Most respondents felt that disclosure would only be 
necessary if the disease was serious or if certain diabetes 
self-management activities required this. Given the 
social constraints described above, it is not surprising 
that many of them believed they did not fall into these 
categories. For instance, one of these respondents, a 70- 
year-old African Surinamese woman, explained not talk- 
ing about her diabetes by saying she did not accept she 
had it (ID 4): / don't believe I have diabetes. It's just 
there for a little while. Many respondents felt that, in 
their situation, talking to other people was not neces- 
sary, as they could take care of their diabetes them- 
selves. They also felt that taking care of their diabetes 
was primarily an individual responsibility. A 70-year-old 
South Asian man (ID 27) said: No, we don't talk about 
my diabetes. He [brother] knows what the doctor told 
me. [...] I don't talk about it. I don't see any reason. They 
[children] know I'm a person with diabetes, but I can do 
everything myself, so they don't need to worry. The same 
idea was reiterated by a 54-year-old South Asian Surina- 
mese woman (ID 7): / don't have to tell others [...] I just 
have to be careful about what I eat and my life goes on. 
That's how I see it. 

Even though many of the Surinamese people we inter- 
viewed had been living in the Netherlands for a long time, 
they nevertheless perceived Surinamese cultural 



conventions as one of the key factors guiding the disclo- 
sure of their diabetes. There was great concern about the 
potentially negative social consequences of the exposure of 
diabetes for the individual and more importantly for the 
family. Within this context, it is understandable that very 
few respondents said they had communicated about their 
diabetes to people outside their very close family circles. 

Motivators (Table 3) 

Perception of the social environment 

The above-mentioned taboo on the disclosure of disease 
did not apply to very close family members. All respon- 
dents had mentioned their diabetes to their spouses or 
children at home, often immediately after diagnosis. In 
some cases, some other very close family members were 
also informed (mother, father, siblings). Respondents felt 
these people 'should' know, and that they could trust 
these close family members not to transmit this infor- 
mation to others. A 67-year-old African Surinamese 
woman (ID 12) explained " The only people I told are 
my children and my sister. They know I've got it [dia- 
betes] and they keep it to themselves. 

People who had disclosed their diabetes to the peo- 
ple they were living with generally appreciated the 
results. Some mentioned that their family members 
were now supporting them in carrying out certain dia- 
betes self-care activities such as following a diet. A 40- 
year-old South Asian Surinamese woman (ID 8) who 
had told her husband and children said: And they also 
became interested in diabetes. And if I overdo it a bit 
with what I eat my husband says, 'Watch your sugar'. 
So they're concerned about me. Others mentioned they 
would receive understanding even if they were not 
always able to stick to the requirements of their thera- 
peutic regime. A 45-year-old South Asian Surinamese 
woman (ID 29) stated: If I'm feeling down or don't feel 
well then they [partner, children] are considerate about 
that. 
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In answer to the question of whether there were other 
people they might want to talk to about their diabetes, a 
number of respondents mentioned 'other people who 
were living with diabetes', because these people would 
be able to understand their situation. Two respondents 
had found a peer with diabetes in their community with 
whom they felt it was safe to discuss their diabetes. For 
instance, a 67-year-old African Surinamese woman (ID 
12) who had taken the step to approach a cousin with 
diabetes stated: / often talk to my cousin now. She knows 
a lot because she's been terribly ill. She has diabetes her- 
self, and arthritis [...] and we can really talk. However, 
given the cultural constraints we described above, find- 
ing peers with diabetes may be difficult. A 40-year-old 
South Asian Surinamese woman (ID 8) explained: If you 
start [talking] about diabetes people open up. Then they 
start talking too. They may be surprised - 'Oh, do you 
have it too?'. But you don't find out if, if you don't tell 
anybody anything yourself. But you're not going to shout 
[it] from the rooftops [....] 
Perception of diabetes 

Many of the respondents who did share information 
about their condition with others said that their changed 
views on diabetes had been an important step towards 
disclosing their disease to others. They described that 
they had only been able to disclose after they had 
accepted their disease and after they had become aware 
of the complications that can arise from it. A 40-year- 
old African Surinamese woman (ID 17) explained: Once 
I accepted it myself I was ready to just talk about it. 
Perception of diabetes management 

Despite the cultural constraints, a few respondents men- 
tioned that certain factors had nevertheless motivated 
them to share information about their diabetes with 
people outside their households or very close family cir- 
cles. These respondents typically explained that disclo- 
sure could not be avoided if they wanted to manage 
their diabetes well. For example, a 49-year-old South 
Asian Surinamese woman (ID 30) said she would tell 
people at social gatherings that she had diabetes to be 
able to refuse certain foods. Another 66-year-old African 
Surinamese woman (ID 28) said she told her colleagues 
about her diabetes as a precautionary measure to fore- 
stall problems if she got diabetic hypoglycaemia: / had 
to work with them, and if something happened they had 
to know [about my diabetes]. Sometimes talking to a 
peer led to the realisation that disclosure is needed to 
get access to facilities required for their therapeutic regi- 
men. A 54-year-old South Asian man (ID 13) who had 
revealed his diabetes to a peer indicated this had 
allowed him to improve the conditions for managing his 
diabetes at work: About six years ago I met another Suri- 
namese guy, African Surinamese, who was also giving 
him self insulin injection. I asked him, 'How are you 



injecting your insulin at work?' He said, 'I have a key for 
the first-aid room. There's alcohol and everything else. 
You can close the door and quietly give yourself a your 
insulin injection. ' I was giving myself injections in the toi- 
let of the locker room. Not very hygienic, and many col- 
leagues would be walking around in the locker room. 
After I talked to him, I decided I should also ask my 
boss for the key for the first-aid room. And I got it... 

For respondents who disclosed their diabetes to peo- 
ple outside their very close family circles, the fear of its 
potential negative social consequences appeared to be 
balanced out by more positive experiences with the 
effects of disclosure. They felt that the people they 
chose to tell provided them with social support. A 39- 
year-old African Surinamese woman (ID 17) stated: / 
told my employer and my colleagues and they're consid- 
erate. They understand now that sometimes I have to sit 
down for a while or eat some candy because of side 
effects from the pills. None of them mentioned that dis- 
closure had resulted in gossip or social disgrace. 

It is interesting to note that, overall, it seemed respon- 
dents with a long history of diabetes were more prone 
to disclose their diabetes to people outside their 
immediate families. 

Discussion 

In this study, we explored the perspectives of Surina- 
mese patients with type 2 diabetes in the Netherlands 
on disclosing their condition to people around them. All 
patients had chosen to disclose their diabetes to the 
people they were living with and to some very close 
family members, but rarely to other people in their 
wider social networks or at work. We saw that they 
explained these choices within the context of cultural or 
community conventions with regard to the disclosure of 
disease. An important factor limiting the disclosure of 
diabetes to people outside their homes was the percep- 
tion that talking about a disease in public is a taboo in 
the Surinamese community that may lead to gossip 
among community members, shame, and most impor- 
tantly disgrace for the patient and their family. Fear of 
job discrimination was an additional factor inhibiting 
disclosure of diabetes at work. Indeed, only a few 
patients said they had taken the step to disclose their 
diabetes to people outside their very close family circles. 
The most important factor motivating this decision was 
linked to the acceptance of diabetes and the need to 
acquire information or practical facilities, or for their 
diabetes self-management and care. 

People with a longer history of diabetes seemed to be 
more ready to disclose their diabetes to people outside 
their immediate families. This is presumably because 
acceptance is an important factor in disclosure, and 
acceptance sometimes takes time. People with a long 
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history of diabetes were more likely to have accepted 
their diabetes, and this influenced disclosure. However, 
in contrast to other studies on the disclosure of chronic 
conditions [36], in the present study no sex [37] differ- 
ences were found. 

Our study has several limitations. First, the group we 
interviewed was limited to first-generation Surinamese 
migrants to the Netherlands with diabetes who were 
between 30 and 70 years old. This group consisted 
chiefly of people with lower to intermediate socio-eco- 
nomic status, and the majority were women. Conse- 
quently, our findings may not capture the perspectives 
of other groups of patients, for example, second-genera- 
tion migrants. Future studies may want to explore the 
perspective on the disclosure of diabetes in these popu- 
lations. Second, although the disclosure of diabetes was 
measured using self-reports from patients, it was not 
verified by seeking information from people they knew. 
Third, given that this study showed that concealing dia- 
betes was common, respondents may have also withheld 
information from the researcher. Yet, the interviewer 
had a Surinamese-Dutch background, and, to stimulate 
openness, we strived to create an environment that was 
as safe as possible. Moreover, we interviewed respon- 
dents at a location of their choice, often in their own 
homes, and emphasised that all information would be 
handled confidentially. 

The strength of the qualitative method chosen for this 
study is that it builds on the direct experiences of 
patients. Although the size and uniqueness of our study 
population do not allow for generalisation, the analysis 
of the data was rigorous and we interviewed a sufficient 
number of patients to reach data saturation, which is a 
criterion for sample size in qualitative studies [30]. To 
our knowledge, no previous research on the disclosure 
of diabetes has been done in Suriname. However, our 
results are credible in the light of studies on the disclo- 
sure of other chronic diseases. For instance, previous 
research has shown that fear of stigmatisation can keep 
individuals with HIV, mental illness, or epilepsy from 
disclosing their condition to people outside their 
immediate social environment [38,38-41]. A previous 
study conducted in Suriname has shown that the public 
disclosure of HIV by a celebrity might alter the fear of 
stigmatisation and motivate others to disclose their HIV 
to people around them, and to deal with their condition 
[42]. However, it is quite surprising that fear of social 
stigmatisation was also a reason for keeping quiet about 
type 2 diabetes, as it is a less visible disease and very 
common in Western countries. 

On the basis of this study, we cannot say whether this 
would be any different in many other ethnic groups. 
However, studies among Asian Americans confirmed our 
findings [23,24]. Our findings are also plausible in the 



light of the theoretical and empirical work by Mesquita 
and Frijda on behaviour and emotions in collectivistic 
and individualistic cultural contexts [23,43]. According to 
these authors, in individualistic cultures, people define 
themselves as individuals and put their own interests 
ahead. In contrast, in collectivistic cultures, individuals 
define themselves as group members and put the inter- 
ests of the group ahead of their own [44]. In Hofstede's 
typology for classifying cultures, Suriname was located 
among the collectivistic cultures, along with many Asian 
societies [44]. In Surinamese society, family relationships 
play a key role. This may explain why the Surinamese in 
this study were very concerned about the negative effect 
the disclosure of diabetes may have on the social status 
of their families and themselves. In addition - and in line 
with the propositions of Frijda and Mesquita - it is possi- 
ble that the beliefs that diabetes is not serious and dia- 
betes self-management is not difficult may be explained 
in part by a need to neutralise the idea that the indivi- 
dual, and consequently his or her family, has a problem 
[43]. Interestingly, we found that people who did expose 
their diabetes to people outside the context of their 
immediate families did not report any negative social 
consequences, but focused instead on the benefits for 
their diabetes. 

In the public health sector, culturally sensitive com- 
munity-based diabetes self-management education inter- 
ventions are regarded as a potentially useful, new 
approach to improve diabetes management in ethnic 
minority populations. According to a systematic review 
by Netto, researchers have thus far paid attention only 
to a limited number of factors that may inhibit partici- 
pation in such interventions, such as costs, transport, 
childcare, or stress associated with participation [17]. 
The present study suggests that people's readiness to 
disclose their diabetes to other people in their commu- 
nity may also present a barrier to participation. Based 
on our findings, community-based interventions invol- 
ving household members and peers from their commu- 
nity with diabetes are probably most likely to be 
successful in the Surinamese target group. At the same 
time, these findings set the stage for future projects that 
aim to develop community-based diabetes self-manage- 
ment education for specific populations. These projects 
must recognise that a variety of factors may influence 
patients' readiness to discuss their diabetes with other 
people, and that these factors must be identified and 
addressed, especially if interventions are to include peo- 
ple that do not belong to the immediate families of the 
patients. 

Conclusions 

The Surinamese patients we studied varied in their will- 
ingness to disclose their diabetes to others due to a 
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complex mix of cultural and disease-related factors. 
Social conventions and expectations specific to their 
community could create barriers to disclosure. Commu- 
nity-based support interventions are currently recog- 
nised as important means for facilitating diabetes self- 
management [13,14,16]. Patients with type 2 diabetes 
may be prevented from participating in these interven- 
tions if they want to conceal their diabetes from people 
around them. What these findings highlight is that pub- 
lic health researchers and initiatives must identify and 
work with factors that influence the disclosure of dia- 
betes if they are to develop community-based diabetes 
self-management interventions for ethnic minority 
populations. Attention to these factors is also needed 
among health care professionals, as current guidelines 
for diabetes care generally recommend that they should 
encourage their patients to seek social support for dia- 
betes self-management activities. 
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